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“Hands up if you think research is a good thing!” 
 



Why Do Patients Participate In Research?  

• Altruism (and sometimes legacy) 
– benefit to future patients 
– benefit to own family (especially genetic rare conditions) 
 

• Personal benefit 
– research studies provide better care (do they?) 
– desperation -  How Do I get That Drug? 

 
• Our doctors mention it 

– There is a culture of research surrounding the treatment  
– Existing medicine comes from research evidence  
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How can we work together to help improve people's health literacy and health research literacy?How can we create integrated electronic health records for ALL patients, with access for patients themselves? How can we encourage and support self-management and self-monitoring both for treatment and for preventionHow can we ensure patients receive the right information in the right way at the right time? New technologies and social media offer opportunities that  should be embraced, but they are not the only options Clinical Nurse Specialists. Everyone should have one



Patient Views on Waste In Research 
• Waste in Research = Wasted Research 

– Research that is not reported  
– Research that is reported but not acted on  

 
• Waste in Research =  Wasting Resources 

– Samples or data that are not used  
– Failed to recruit/retain participants (though that may help in future) 
– Overtaken by other research 
– Not relevant to patients 
– Not grounded in other research or existing evidence 
– Too long to set up; misuse of GCP, bureaucracy (not regulation) 
– Token PPI and charlatan patient representatives 

 
 



Patient Involvement in Research 
• Our focus is on improving the quality and relevance of 

research for patients, not on reducing or preventing waste 
• Iain Chalmers – “add value and reduce waste” 

 
 
 
 

• Marginal benefit is still benefit (“at least we know”) 
• Recognise the altruism of patients (esp research re trials) 
• Broad support for real-world evidence & data sharing 
• Value – usually, it’s our money as well as our participation; 

taxation, donation, insurance, fee  
 



Some Involved People - The NCRI Consumer Forum  
 92 experienced and trained cancer research Consumers             

(56 patients, 22 carers, 14 who are both); all Volunteers          
  
• 16 have international links/experience beyond UK 
• 24 have been published, 1 is an academic journal editor 
• 12 have scientific/research degrees/backgrounds (4 PhDs)  
• 9 sit at Trustee/Board level on research-funding Charities 
• 4 NHS/NIHR Managers, 1 CCG NED 

 
• 12 patients in active treatment 
• 26 of the 36 carers have been bereaved 
• 34 in ftw; 19 ptw; 9 self-identified full-time patient advocates 
• Ages 20-88 (but over 60% are over 50)  
• Low but improving representation of ethnic/cultural minorities   

 
 

Présentateur
Commentaires de présentation
Each of us has health research interests beyond cancer, from specific co-morbidities to interests in science, as well as in service provision and in patient experienceWe want to help produce good research. For us, good research is research that benefits patientsMainly clinical trials, but observational studies, tissue donation, data mining, lab research are all good too; hot topics for us are early diagnosis, follow-up and QoLOur main role as individuals is always membership of the NCRI group that we join (eg CSGs) Consumer Forum membership/activity is secondary when we start, but for those who stay on their NCRI group for full term, it becomes more important as experience grows and wider vision/interests developThe NCRI recruits consumers for specific roles and groups. We all have jobs to do, and the work is more than turning up to meetings. An NCRI Consumer brings the voice of the reasonably well-informed patient/carer, ie beyond the usual “patient voice.”Some involvement in or engagement with research (including participation) is required to join an NCRI group and thus to join the Forum.NCRI Consumers who end their NCRI roles are invited to remain as affiliate members of the Consumer Forum if they wish to do so, but they must remain active in cancer research.We are not a typical “patient and public involvement” group. Nevertheless we are patients and public; we are volunteers delivering professional standards in a professional environment.  



NCRI is a partnership of UK cancer research funders 

Charities Health departments 

Research  
councils 

Présentateur
Commentaires de présentation
The National Cancer Research Institute is a UK-wide partnership between research funders working together to make faster progress against cancer. Our Partners have funded more than £6bn of cancer research since 2002, and working together ensures that these funds are used to best effect.Current NCRI Partners are from government (the health departments of the four UK nations and three government-funded research councils) and charity sectors.NCRI is governed by a Board of Trustees who set NCRI’s strategy in consultation with NCRI Partners and other key stakeholders. The day-to-day work of the NCRI is driven and facilitated by a small team – the NCRI Executive, which is led by the NCRI Director.
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Sub groups and RDS



Involvement – Adding Value (and preventing/reducing waste) 

 



NCRI Consumers and the Research Cycle 

 

Identifying 
topics Prioritising 

Commissioning 

Designing 

Managing 

Undertaking research 

Analysis & 
interpretation 

Dissemination & 
Publication 

Evaluation 
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NIHR LCRN Patient Research Ambassadors, Independent Cancer Patients’ Voice (ICPV), Northern Ireland Consumer Research Forum on all NCRI committees and groupson NIHR groups, funding panels, TMGs, TSCs, RECs, CCGs, HRA, national & local bodies in/across 4 UK nations, CTUs, ECMCs and Patient Research AmbassadorsInduction programme, training opportunities and Toolkit



 Dragons’ Den 2012 - AstraZeneca 



AZ-Forum Projects 2015-16 
• Patient Reported Experiences/Outcomes Tool (Phase IV clinical trial)  

• Phase I-II Ovarian Cancer Trial  

• Co-production of an app for real-time patient reported experiences (*) 

• Lung Cancer Phase IV study  

• Immuno-Oncology Informed Consent Forms  

• Joint presentations – eyeforpharma, ISMPP, early phase conference 

• Hackathon – “My Clinical Trial” app (with The Christie Hospital) 

 

    (*) PROACT, published  in Trials, June 2016 
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Consumers identified an opportunity to help researchers and   pursued it – patiently but persistentlyKey moment = face-to-face work with frontline researchers Need to keep the pool large enough, and trained/briefedEffective consumer involvement supports NIHR Alliance Trials to recruit to time & target, so the findings benefit patients soonerThe AZ-Forum experience offers one model to change the formula for successful patient involvement with industry The model needs to be flexible to be sustainable, and vice-versa



Dragons’ Den 2016 – 11 tables; 117 people 



National Cancer Patient Experience Survey (NCPES) 
It’s OK To Ask/Tell Patients About Research! 

  32% of cancer patients have discussions about research 
 

  67% of those asked go on to take part in research 
 

  95% of those asked are ok to be asked 
 

  53% of those not asked are ok to be asked 
 
 

 380k patients responded 2012-17; consistently 60k+ annually 
(*); world’s largest cancer patient experience survey 

 
 7 posters produced by NCRI Consumer Forum 2013-17 on these 

results; http://www.ncri.org.uk/resources/ncri-consumer-forum/ 
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Community Researchers - Sheffield & YorkGenomics England - GeCIPS100,000 Genomes Project – Ethics Advisory and Access Review Committees &  Participant PanelNCRAS Clinical Reference Groups; Conference	Posters and Sessions; judging abstracts/postersuseMYdata movement (and the European regulations)NHS StratMed – presentation of Risk; pictograms and numbers, not graphs and percentages 

http://www.ncri.org.uk/resources/ncri-consumer-forum/
http://www.ncri.org.uk/resources/ncri-consumer-forum/
http://www.ncri.org.uk/resources/ncri-consumer-forum/
http://www.ncri.org.uk/resources/ncri-consumer-forum/
http://www.ncri.org.uk/resources/ncri-consumer-forum/


National Cancer Patient Experience Survey (NCPES) 
Research Participation = Better Patient Experience 



High hospital research participation and improved colorectal 
cancer survival outcomes: a population-based study 
http://gut.bmj.com/content/66/1/89 
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Standard treatment is surgery (with or without other interventions) 1 year may be attributable to better surgeons/surgical teams in research-rich hospitals but 5 years shows something more. 41,600 diagnosed in UK in 2011;  2.5% is thus 1,040 people.     16,200 died in 2012. 110 diagnoses per day and 44 deathsGUT 



Dissemination(and Patient/Consumer Involvement) 
• Our World 

– Online Communities and local groups 
– Charities; focus groups and newsletters 
– Patient Champions and their Stories 
 

 
• NIHR Dissemination Centre  

– Advisory group; patient reps and patient co-chair 
– Lay readers for publications 
– Special editions for patients, nurses and other hcp groups 
 



More information: www.ncri.org.uk/jla, www.ncri.org.uk/lwbc  

NCRI-JLA Priority Setting Partnership: 
 Living With and Beyond Cancer  

• 1500 patients and health care staff asked 3,000 questions; over half 
already had answers from research 

• Remaining questions grouped into 54 researchable ones 
 

• 3000 people voted online to identify 27 from 54 questions as priorities 
• Final top ten chosen in all-day workshop (to be announced 6th Nov) 

 
• NCRI will work with funders and researchers to implement the priorities  
• Patient representatives have been 50% of steering group and final 

workshop and will support funders (lobby, persuade, kick, scream etc) 

http://www.ncri.org.uk/jla
http://www.ncri.org.uk/lwbc


NCRI Consumer Forum: Advocacy on Policy 
Every (UK cancer) patient should be:  

 
• aware of the importance of research - NIHR’s Patient Research 

Ambassadors; “I Am Research” campaign;   
 

• Informed of relevant research opportunities (Action on Access) AND 
that to participate  or not is their choice and their decision 
 

• aware of the importance of data sharing (individual opt-out available 
in UK, but cancer registration is exempt) and of donating tissue or 
other samples for bio-banking 
 

“We aren’t tipping the scales; we’re removing some of the barriers.” 
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– add years to life or life to years, QoL, late effectsAre you going to extra lumps out of me and can I say no to that bit?To improve the quality of the trial or study design; if it is a good idea, we want to see it fundedA good idea to us is one that benefits patients as its first principle, and if possible as its primary outcome.To represent the patient viewpoint.  If we think it is a good idea, we want our fellow patients to understand that too, and we want to remove barriers that may stop them participating.Challenges – hard-to-reach groups, geographical inequalities of access to research opportunities, gaps in some trial portfolios, NHS realities  



NCRI Consumer Forums: Advocacy on Practice 
• Patient Experience (2 out of 6 themes of Cancer Strategy) 

– living with cancer and its treatments - QoL, PROMs, follow-up 
– living beyond cancer and its treatments – “Survivorship” 
– NCRI JSL PSP (in set-up spring 2017) 
 

• AllTrials campaign – trials registered, reported and results available 
 

• useMYdata and data saves lives – broad & enduring consent (esp for 
trial data); mandatory registration (Caldicott review) 
 

• Change practice faster – NICE early warnings and rapid review; case 
studies project with MRC CTU 
 

• Eligibility – clinical criteria, not arbitrary age (except U16) 
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Challenges – matching patient priorities and research community’s funding priorities; NHS realities



Yes, This Is All Good Stuff – So Get Involved!! 
 



Research Involvement and Engagement 
• World’s first (and still the only) journal in this field 

– Founded 2015; now publishing 4-5 papers per month 
– BMC (publishers) reduce/waive fees for patient authors 
– Plain language summary required on submission 
 

• Academic Research Journal 
– Online Open Access 
– Open Peer Review 
– Iterative review process (sometimes 3-way) 
 

• Patient Co-Editor-In-Chief 
– Patient Representatives = 50% of Editorial Board 
– Every paper reviewed by patients 
– Patient reviews have equal weight 

 
 



 
Dragons’ Den (with very friendly Dragons)  

NCRI Conference, Glasgow 
4-6 November 2018  
 
 
 
 
Your chance to meet consumers, try out your ideas, tell us 
your problems and let us help you put your world to rights.  
 
Especially suitable for junior researchers, for Industry, 
and/or involvement at early stage of study design 
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Does your research proposal need some consumer involvement or feedback? Do you need advice on how to tackle tissue donation or help in obtaining approval from an ethics committee or from a funder? Are you facing recruitment challenges in a study that is already open?Then come and meet our friendly dragons for some free and expert consumer involvement and advice!Our Friendly Dragons are groups of patients and carers who are experienced in cancer research, including NCRI Consumer Liaison Group members who sit on Clinical Studies Groups, CTRad and other NCRI initiatives, members of Independent Cancer Patients’ Voice (ICPV), and consumers who sit on funding committees.Our dragons will review your proposal, offer you feedback, and address any specific problems or questions that you may have.All the discussions will be in small groups in an informal setting, and you can arrange for follow-up contacts if you wish. Lunch and refreshments will be available. How can I take advantage of this amazing opportunity?Send your proposal using the form below to engagement@cancer.org.uk by Thursday 23 October 2014. 



NCRI Consumer Forum – Top Tips and Handy Hints 
That We Offer to The Research Community 

Involve consumers (patients and carers)  as early as possible   
(formally on TMGs, TSCs, Committees etc,,  or informally, eg focus groups or 
coffee mornings, or public workshops) 

 
• Will patients join this study (why)?  
• Will they stay on the study (why)? 
• Will they understand the patient information and consent form?  
• Does the ethics committee need convincing? Or the funder? 
• Could patient advocates help support participants, or help with recruitment, 

or dissemination of results, or link to charities and patient groups? Can 
consumers help your study change practice more quickly? 
 

NB: Include in your funding bid realistic consumer support costs (including 
training, dissemination, event attendance) 

 
 

Présentateur
Commentaires de présentation
NB For NIHR funding programmes, having consumer involvement AND showing impact of it, are looked at very seriously.Challenges – consumer capacity (individual and collective), NHS realities



Patients and carers and families and friends 

consumers@ncri.org.uk 
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